This study provides new insights into the moral and practical meaning of caregiving, which will help professionals understand the roles adopted by family members. Furthermore, individualized approaches to care appear to be essential, because concrete ideas about informal caregiving differ strongly despite shared values.
A lthough Belgium is characterized by increasing diversity in its population, little is known about the experiences and perspectives of care users from ethnic minority groups. The Belgian healthcare system has been recognized as 1 of the most equitable in the world 1 ; however, its commitment to diversity is rather weak. 2 Among other things, healthcare organizations in Belgium have no official obligation to pay attention to diversity, leading to implicit denial that there may be discrimination in the delivery of healthcare. 2, 3 There are state-funded intercultural mediators, but their practice is limited to hospitals, and few interpreting services exist in outpatient settings. 1, 2 Moreover, the proportion of people from foreign countries in the aging population of Flanders (the Dutch speaking part of Belgium) is rising, as in other Western European countries. 4 Given the higher incidence of cancer in older age groups, 5 it is expected that oncology health professionals will increasingly confront patients of diverse ethnic and cultural origins. The 2 largest non-European immigrant groups of people older than 55 years in Flanders are of Turkish or Northwest African descent. 4 The ethnic roots of the 2 groups differ, but they share a similar immigrant history, as the majority came to Belgium as young labor immigrants between 1960 and 1975. 4 Furthermore, both groups live in Belgium as a Muslim minority.
It has widely been acknowledged that cancer affects both the patient and the family. 6Y8 Family members play an essential role in the cancer trajectory 9, 10 and often provide emotional and practical support. 11Y15 Many studies have focused on the burdens, needs, and coping strategies of family caregivers; being a caregiver causes many emotional, health-related, social, and financial strains. 16Y20 On the other hand, caregiving also appears to have positive effects on family members, such as revised life priorities, an improved relationship with the patient, and feelings of fulfillment. 9,13,18,21Y24 Relatively little research has been undertaken with regard to family members of ethnic minority cancer patients. 6,25Y27 Among the studies about caregiving with specific attention to race, ethnicity, or culture, the 20-year review of Dilworth-Anderson and colleagues 27 provides good insight. Although the included studies mainly concerned caregiving to patients with dementia/Alzheimer disease, and most were conducted in North America, the review makes the point that culture affects caregiving experiences and ''cultural groups have values about reciprocity (giving back), filial obligation, and a sense of responsibility for providing care to older family members.'' 27(p266) Similar conclusions about the importance of normative cultural values on family caregiving are also drawn in other studies. 19 ,28Y30 More recently, an extensive systematic review of family members' care and communication with incurably ill Turkish and Moroccan patients points out that family members are crucial care providers for incurably ill Turkish and Moroccan patients and that many patients expect their children and their children's partners to care for them. 31 Two quantitative Dutch studies confirm that adult children and older parents with a Turkish or Moroccan background adhere far more strongly to norms of filial responsibility compared with native Dutch. 32, 33 However, with regard to providing support, the patterns become more complex, 33 and care for older parents is no longer as self-evident as it traditionally was. 34 Therefore, it is important to gain insight into the experiences and perspectives of family members, presumably adult children, of older adult cancer patients of Turkish or Northwest African descent who are living in Belgium. Through gaining this insight, this study could enhance the limited knowledge about the experiences of family members of ethnic minority patients in a Western European country. Understanding the experiences and perspectives of family caregivers allows healthcare professionals to tailor interventions and support, thereby improving outcomes.
n Methods Design A qualitative methodology, with elements of the constructivist grounded theory, 35 was chosen because it is well suited to gather data on how family members experience and perceive the patient's disease and the care situation. Although the study concerns a multicultural context, it is not an anthropological study. The aim is not to enrich anthropological theory but to use insights from several disciplines, including anthropology, to understand as far as possible the lived experience of a vulnerable group in healthcare.
Definition of Culture
Culture is defined here as ''a process through which ordinary activities and conditions take on an emotional tone and moral meaning for participants.'' 36(p1674) This means that cultures are not fixed entities or things, 37 culture is not static or homogeneous, and ''cultural processes frequently differ within the same ethnic or social group because of differences in age cohort, gender, political association, class, ethnicity, and even personality.'' 36(p1674) channels in Flanders (Table 1) . Because it proved difficult to recruit participants, several attempts were made in new settings and different recruitment channels. Healthcare providers, and in 1 case a participating family member, asked permission for the researcher to contact family members and provide more information on study goals and the nature of the interview. Of 43 potential participants, 5 refused to be contacted when the healthcare providers asked permission, and 6 refused to participate when asked by the researcher. One interview took place unintentionally with 3 family members of a deceased patient whose death appeared to have been caused by kidney failure rather than cancer. The research team decided to include this interview as it enriched the constant comparative method. The differing diagnosis was taken into account in the analysis process.
The study protocol was approved by the ethical committees of the involved hospitals (B670201111438). Written informed consent was obtained for all interviews.
Data Collection
Data were collected via 28 loosely structured interviews with 32 family members. All interviews were conducted by the same researcher. At the request of the participants, 2 interviews took place with 3 family members together. Twenty-three participants were adult children; 3 were daughters-in-law, and 6 were spouses. The mean ages of the family members and the patients were 37 and 64 years, respectively ( Table 2 ).
The interview framework was based on the literature and previous research 38Y40 and was discussed with experts in medical and nursing care and intercultural care for older migrants. The interviewer attempted to elicit personal narratives from the interviewees on their experiences with and ideas about the patient's disease, the care situation, and their experiences and ideas about their role in caregiving and their experiences with professional caregivers and the medical care system. Basic demographic information was also collected. To invite participants to speak, each interview started with the following question: ''I understand your family member is diagnosed with a severe illness/has died. Can you tell me something more about this?'' As the interviews and analyses progressed, the focus of the interviews changed to pursue deeper understanding of central themes emerging from the data.
The interviews had a mean duration of 97 minutes (range, 32Y185 minutes). According to participant preference, 20 interviews occurred in homes, 10 in a private room in the hospital, and 2 at the workplace. All interviews but 1 were audiotaped and transcribed verbatim. One participant refused tape recording of the interview. The interviewer took notes during that interview and wrote a detailed report the same day. Field notes were made about interactions with all family members, interview settings, and the atmosphere. Although the ability to speak Dutch was not required to participate in the study, all but 1 participant knew enough of the Dutch language for sufficient expression; a professional translator assisted in the interview with the excepted participant.
Data Analysis
Data collection and data analysis alternated in a cyclic process and continued until theoretical saturation. 41 Constant comparative analysis, 1 of the defining components of grounded theory, was conducted. 35 The process of analysis in this study is comparable with the Qualitative Analysis Guide of Leuven. 42 It is important to emphasize that the stages were not discrete and linear. 42 On the contrary, the analysis moved among the different stages, and the process of analyzing started after the first interview and continued until theoretical saturation. 42 The first stage in the analysis consisted of a thorough reading of the transcribed interviews. To further explore the meaning of the narrative, 2 researchers discussed the interviews together in a second stage of analysis. In addition, a quarter of the interviews were read and discussed with a third researcher who is an anthropologist specializing in interculturalism and Mediterranean cultures. In a third phase, themes were identified, and theoretical notions were developed by continually comparing fragments within and among the transcribed interviews. In stage 4, transcripts were reread, and relevant fragments were linked to appropriate codes 42 using the qualitative software program NVivo 10 (QSR International, Doncaster, Australia). In the final phase, themes were refined through confrontation with new data. During the analysis, all decisions were made by researcher triangulation, thus contributing to the credibility of the analysis. 43 To allow better understanding of specific themes and to consider the field of possible interpretations of the data, 6 experts or privileged witnesses involved in transcultural healthcare or religious matters (Table 3) were consulted. Topics for discussion included illness, healthcare, and family care in the respondent's culture and religion.
Preliminary results were discussed a total of 5 times with 3 different groups of experts: the steering committee of the research project, a group of 15 nurse consultants and clinical nurse specialists in oncology, and a group of experts in diversity and healthcare. The experts were asked to provide alternative interpretations, which were used to confront the data.
n Results Two central themes and several subthemes resulted from the analysis of family member narratives. The first central theme, that cancer was a family matter in which the experiences and perceptions of the participants were embedded, enclosed the second central theme: caregiving had a strong meaning, both moral and practical, for all family members. The moral meaning encompassed a deeply felt moral obligation. The practical meaning of caregiving was divided into the following subthemes: a description of caregiving (''being a guide''), division of caregiving tasks, and the use of professional care. The following discussion presents the details of these findings.
Characteristics of the Families
Many participants came from families with an average of 6 children. In almost all families, at least some of the adult children lived close to their parents. In most cases, parents came to Belgium as young adults, and the children were either born in Belgium or were brought to Belgium at a young age. A few of the patients had immigrated to Belgium as middle-aged or older adults. In some cases, adult children brought their parents to Belgium because of health problems, or they stayed on after a visit to Belgium. Most of the patients and their spouses had a poor command of the Dutch language, whereas most children spoke Dutch well. All but 1 family member referred to Islam as their religion. However, this varied among participants, some of whom stated religion was paramount in life, whereas others mentioned that they did not really practice their religion. Based on the demographic data collected during the interview and the interviewer's observations about the participants' appearances and their living conditions, the participants represented diverse social classes.
Central ThemesVCancer: A Family Matter
The cancer diagnosis concerned the whole family. Family members described feeling responsible for making sure that what was needed would happen, and they played an active role in bringing it about. The role played by the patient differed. Sometimes the patient acted together with family members, and in other cases, the family members decided what should happen without consulting the patient. In several cases, the patient was left out of the decision making deliberately so that the family could do what they thought necessary.
We [children and children-in-law] dragged him to the hospital, because he doesn't understand it [the Belgian healthcare], he is not familiar with it, and he doesn't want to know about it and about doctors. Not about the disease. It was already difficult for him to go there, he would rather prefer to stay home and die. He doesn't want to know anything about hospitals. He is not familiar with it; he doesn't want to go there. (Daughter-father with Moroccan background)
The following quote illustrates how in other families the patient participated more fully:
We discussed it [treatment options]. We are one family. We areI. He has 8 children; 7 were still alive. And everyone had his say in it. [ to caring for a parent. The adult children experienced a deeply felt moral obligation (which is not the same as an imposed duty) toward a parent. Participants were both intrinsically and extrinsically motivated to take care of the patient. They mentioned that they felt ''in their heart'' that caregiving was the right thing to do (intrinsically motivated), as well as that it was something they were ''supposed to'' or ''obliged to'' do (extrinsically motivated). Love and fear of losing the patient were intrinsic motivations to take good care of their mothers or fathers. The family members had internalized the idea that a parent needed to be taken care of and that this responsibility devolved first and foremost to the children. They maintained this standard by providing good care. The parent deserved it or had earned the right to it by having borne the burdens of parenthood.
Adult children often mentioned that caring for a parent diagnosed with cancer is the least they could do because ''they brought you into the world and raised you.'' They [parents] took care of us too, so you need to take care of them in return, you see. That's the way we think about it [I] they took care of you. When they are in need of care, you must take care of them. It's just the way it is. (Daughter-in-lawYfather-in-law with Moroccan background)
They are still my parents. I won't say, you raised me, and that's it. (Son-mother with Turkish background) Some family members explained that taking care of a mother had an even stronger moral meaning than taking care of a father, as she is the one who ''carried you for 9 months.'' Daughter: She took care of you for years. And for us that's how it is, your mother, your father, they are the most important persons in your life. I think for everybody, but for us in our religion, you need to be good to your parents. You need to be good to everyone, but certainly to your parents. [I] Certainly to your mother.
Interviewer: Yes, certainly to your mother?
Daughter: Yes, because it's a saying, you know, your mum carried you 9 months; it doesn't matter what you ever did, you will never be able to give enough in return. A mother, to us, is highly valued in the family. (Daughter-mother with Moroccan background)
The source of the deeply felt moral obligation to take care of family members was most often explained as a cultural or religious matter and sometimes as ''natural.'' The participants often mentioned a difference between ''their'' way of taking care of older or ill family members and the way of native Belgians. In my case, caring for parents is ingrained. It is ingrained in us, we sometimes do not understand, like ''come on, why do they [healthcare workers] consider it special what we do?'' And then you give it a moment's thought and start to realize, wait a second, I see, here [in Belgium], it is not like that. We do not have old people's homes. (Daughter-mother with Moroccan background)
Although taking care of the patient was often experienced as a difficult task, many family members described a feeling of satisfaction resulting from it or peace of mind, because taking good care of one's older adult family member with cancer was felt to be the right thing to do.
I think that we psychologically strongly supported her and that she was very satisfied with us emotionally. It made me feel good to be able to achieve this. [I] That I was able to do something after all [I]. The right of mothers is beyond any value to us. And I believe II to her a little, you see, after everything she did for me, I was able to do something for her of significance and about which she was satisfied. (Son-mother with Turkish background) I am glad she permitted the assistance. For us it was a way to be there for her. She has always been there for usI And now we were able to give something in return [cries]. (Daughter-mother with Moroccan background)
We didn't let her down; we take care of each other together. My mum and dad, we feel well when we lay our head down on bed, on our pillow, we sleep, we can sleep after all. Some people do not help their parents; I wonder, how can these people sleep? (Daughter-father with Turkish background) Some family members also referred to a possible benefit for themselves by taking good care of the patient, as they hoped they would be taken care of when needed.
It gives a good feeling, to be able to help someone. And you never know, in case I need help, it will be there too.
(Wife-husband with Moroccan backgroundVwith translator)
The only thing I can do is to take good care of her, always be polite and respectful. And I hope my children will do the same for me. [I] Allah, God wrote it also down for us that you should respect your parents. If you want respect, you should give respect to your parents first. And your children will do it for you in return. Insha'Allah, I hope so. (Daughter-mother with Turkish background)
The general pattern, in which caregiving carried a strong moral meaning, was not evident in 1 case. This family member was the Belgian wife of a Northwest African man. She was the only participant who explicitly mentioned that she and her husband were not religious at all. She stated that their 2 children played only a minor role in the care for their father. She was the main family caregiver for her husband, and when the interviewer asked about the caregiving tasks of the children, she explained that they had already left the parents' home. Later she stated that the children ''have a life of their own'' and that her husband, influenced by the Northwest African mentality, would have liked the children to pay more attention to him, but ''he can't compel them.'' Family members who reported a loving relationship with the patient perceived caregiving tasks as less burdensome compared with family members who lacked a loving relationship. A few interviews also revealed that the intrinsic motivation for caregiving played a lesser role when there was a negative relationship between the patient and the family member. However, this was not always the situation. In 1 case where a reduced intrinsic motivation was strongly present, the family member, a daughter in-law who described a sequence of bad experiences with her father-in-law, chose to play a minor part in the caregiving for her father-in-law, even though she attached strong moral meaning to caregiving for older family members.
The Practical Meaning of Caregiving: What Does Caregiving Entail?
Moral obligation in practical terms meant making sure that the older family member received the appropriate care. In most cases, family caregivers ensured that all the patient's needs received attention. Both emotional and practical care were provided, such as physical and domestic caregiving at home, acting as a contact person or a translator for healthcare providers, ''being'' with the patient, searching for a cure (via alternative treatment), mental support, and sharing the financial burden of illness (such as costs related to transport to and from the hospital or the country of origin, alternative medication, food, and professional care).
SUBTHEME 1: ''BEING A GUIDE'' THROUGH THE BELGIAN HEALTH CARE SYSTEM
Most participants considered their primary task to be ensuring that the patient received the most beneficial care possible. The role of family members varied, but can best be described as ''guiding'' the patient through the Belgian healthcare system. They helped the patient to navigate the healthcare system, provided advice on events and choices, and supported the patient in coping with the experiences of diagnosis and treatment. They made sure that, despite the patient's unfamiliarity with the system and limited knowledge of the language, the appropriate care was provided.
The difference, mentioned above, between acting together with the patient or acting on behalf of the patient was also reflected in the ''guiding style'' of family members: some ''guided'' the patient by directing events and making choices, and others tried to empower the patient to understand what was happening and which decisions needed to be taken.
The following quote is from a family member who attempted to empower the patient as a ''guiding style'': I was raised here, I have my own driver's license, I know the language.
[I] My mommy depends on me actually. I go with her, I make the appointments, I talk to the doctors, I go to the emergency department, you know. [I] I said to my mom a couple of times already, try to manage yourself a little, because I do not work for the moment, as I have a career break. Imagine that I had been working. You need to be able to go your own way a little, you know. Imagine that someday I can't be there, for example. What will happen in case I am ill or I don't know what, you don't know what will happen then, right? (Daughter-mother with Turkish background)
In contrast, family members sometimes took on a ''directing guiding style,'' as previously illustrated by the daughter who explained that she, together with her brothers and sisters, ''dragged'' their father to the hospital.
SUBTHEME 2: DIVISION OF CAREGIVING TASKS
Caregiving was often coordinated by 1 or a few of the children, who saw to it that all the patient's needs were met to the fullest extent possible and who took responsibility for organizing support. Often, they were assisted by other family members who provided as much practical help as they could.
The participants described the division of care tasks as mainly pragmatic: a particular task is fulfilled by the person most suited or in the best circumstances. Circumstances considered good or bad in terms of caregiving tasks included: being employed (full-or part-time) or not, having a family of one's own (children to take care of) or not, being in good health or not, and the distance between the place of residence and the home of the patient.
Interviewer: What was your main reason to say: ''I will do this [taking care of your mother]?'' Daughter: Just because for me it was more easyI I lived at home. And I simply had most time, didn't have children, I didn't have a family. So I was just able to do that, practically. (Daughter-mother with Moroccan background) I was with her always. But I left in the evening, to my own home, I had 3 children too, my husband had to go to work, and things like that. I had to be at home, right? And my brothers stayed there, with my dad and my mum.
(Daughter-mother with Turkish background) Suitability to task pertained to contact with professional caregivers. Familiarity with the Belgian healthcare system (including general health literacy) and mastery of both the Dutch language and the patient's language were seen as key characteristics.
Interviewer: What is the reason that 1 of the 2 of them [2 of 5 children who are nurses] went along [to consultations with the doctor]?
Wife: Well, because it was the most practicalI how can I explain? It is their field, they are nurses. They will more easily understand something in case of terms related to treatment or something or another. (Wife-husband with Algerian background)
Although caregiving tasks were usually divided among family members along pragmatic lines, some participants referred to the position of the ''eldest son'' or the role of responsibility within the family. When a family member did not fulfill an expected caregiving task, the others took over. In most cases, this did not seem to cause relational issues between siblings. When others did less than was expected, the obligation to make sure parents received the care to which they were entitled was not diminished; it was increased for other family members.
In contrast, the division of tasks concerning intimate matters, such as personal hygiene and conversations with healthcare providers about issues related to sexuality, was mainly determined by gender. However, when needs could not be met according to these rules, needs prevailed, and rules were bent.
For a male patient, a spouse was preferred for the performance of intimate care tasks. The second preference was for a son, but this was sometimes perceived as unsuitable and emotionally difficult. A daughter was perceived as the most inappropriate choice for intimate caregiving; nevertheless, some daughters did provide care when no one else was available. Similarly, for female patients, a daughter or the husband was perceived as the most suitable choice. Some sons provided this type of care for their mothers, but the experience was emotionally charged. None of the 3 daughters-inlaw who participated in this study carried out intimate care tasks.
I have done that, changing diapers and things like that. But doing this for my mother, it was very painful, because I alwaysI my mother, as to say, she was really a kind of father figure at home. (Son-mother with Turkish background) Combining an extensive caring role with full-time employment and dependent children was especially demanding. This was most apparent when family members were unable to share care tasks with relatives.
SUBTHEME 3: USE OF PROFESSIONAL CARE
In general, professional caregivers were engaged only if family members believed they lacked the competencies required and that professional care would be superior. This concerned mostly medical care or technical nursing tasks. However, there was strong disagreement among participants as to how care should be organized and which professional care was desirable. For example, family members differed in their ideas about transport service to and from the hospital. One daughter mentioned that making use of this service was something that no one ''among them'' would ever do and something she could not think of doing. In contrast, other family members explained how useful this service was and how happy it made them and the patient.
Admission of patients to palliative care elicited similar responses. Two of the participants had chosen to have the patient admitted to a palliative care unit (one with and one without patient involvement). Both family members described very positive experiences with the care provided.
But at the palliative care unit, I thought it was very positive. The commitment of these people, the way they really create an atmosphere in which you are truly able to say goodbye to your loved one, and things like that. (Daughter-mother with Moroccan background) Some other participants were made aware of palliative care services and decided not to admit the patient, because they (or the patient) preferred the patient to die at home surrounded by relatives. A son and his mother and sister explicitly stated that admitting their father/husband to a palliative care unit went against their principles regarding fulfillment of the moral obligation of caregiving. Son: For us, according to our religion and, uhm.., to honor your parents, or whom it may be. You see, it's impossible. It's out of the question.
Interviewer: And whatI can you explain it a bit more, what is exactly out of the question?
Son: UhmI YesI uhm, in case you have children, for us it is system, culture. If you have children, your children need to take care of you. In bad times. And if you don't do that, it is bad also. As to say, it is a bad example for society too. For us, it's somethingI yes, it is not allowed. It is not allowed. You have to take care of your parents.
Wife: Yes.
Daughter: Till death.
Son: They took care of you. They took care of you, right, until this moment for example. And it's your turn now. (Daughter, wife, and sonVpatient with Turkish background) All Belgian healthcare facilities were considered acceptable by some of the participants. Even admission to a nursing home, seen by most participants as beyond consideration, was still acceptable to some family members, provided the facility respected the religion, language, and culture of the parent.
There were discrepancies between family member and parent perceptions of the desirability of professional support. For example, some family members wanted to hire cleaning people, but as the patient thought this was the children's duty, the children did the chores. Some family members reported doing more for their parents than they expected from their own children. They attributed lower expectations to familiarity with the Belgian heath care system and their ability to communicate with healthcare workers. Apparently they believed they would need less support than did their parents.
In summary, the narratives of the family members' experiences revealed that cancer was considered a family matter. Embedded within this context, caregiving had a strong meaning, both moral and practical, for all family members. Particularly, the adult children experienced a deeply felt moral obligation toward caring for the sick parent. Most participants considered their primary task to make certain that the patient got the most beneficial care possible. An important characteristic of caregiving is providing the ''guiding'' role through the healthcare system. The division of care tasks within the family is pragmatic. However, more intimate care tasks are generally determined by the gendered position of a family member. Although in general, family members are considered to be the most appropriate caregivers, opinions differed as to how care should be organized and which professional care was desirable. While participants have strongly shared principles and values, their concrete ideas about daily care practices differed considerably.
n Discussion
For the participants in this study, when an older adult relative of Turkish or Northwest African descent had cancer, the disease was considered a family matter, and caregiving held strong moral meaning for all participants. As previously discussed, the importance of family for cancer patients has been widely acknowledged in the literature. However, the emphasis on patient autonomy in contemporary Western biomedicine 44 was not shared by the participants in this study, who perceived the family as the ''principal actor'' instead of the patient alone. The strong moral meaning caregiving had for all family members, in particular for adult children taking care of a parent, is in accordance with literature specifically concerned with the ethnic-cultural minority groups we studied. 31Y34 Only a few qualitative studies on West-European family caregivers, mainly partners, point out the meaningfulness of supporting or taking responsibility in caregiving. 21Y23 The current study provides further insight into the reasoning behind the value family members attached to caregiving, which they compared with persons of Belgian origin. The intrinsic and extrinsic motivations for caregiving are similar to a Turkish study pointing out motives for caregiving, including responsibility and social obligation, and emotional and personal connectedness. 45 In the context of culture as defined in this study, the narratives show that culture is the process through which caregiving takes on an emotional tone and strong moral meaning for the family members. 36, 37 Despite the shared values of the importance of family and family caregiving in the illness trajectory, concrete ideas about how care should be organized and what type of professional care is desirable differed considerably among the family members.
Understanding shared values can help nurses and other healthcare providers accommodate the roles family members adopt, for example, the presence of an adult child with an ill parent. However, the results also illustrate that shared cultural or religious normative values do not predict the daily care practices and preferences of family members. Reducing cultural competency to a list of ''do's and don'ts'' is useless and may be dangerous. 36 The complexity of understanding family roles in caregiving is even more apparent when considering the division of caregiving tasks within these families. Although the division of more intimate tasks was determined by gender, 46 care tasks were generally assigned to family members on pragmatic grounds such as the life circumstances and capacities of each person. This finding is similar to the study on informal caregivers in Turkey. 45 The few West-European, mainly Dutch, studies on family caregiving in Turkish and Northwest African minority groups describe a somewhat more static picture of family care as an obligation in which mostly female relatives are heavily burdened. 31, 47 The findings from this study are comparable to the conclusions of the anthropological study of Yerden 34 on care expectations and care practice (nonYcancer related) among 3 generations of Turkish immigrants in The Netherlands. Family care remains central, but traditional care is subject to change, and care practice has become a combination of traditional and new forms. 34 We might well speak of new forms of family care practices within ''old'' values of family care.
Characteristic of family caregiving is the ''guiding'' role that family members adopt. Often adult children, who have been raised in Belgium, led the patient through or familiarized the patient with the healthcare system. They made sure that the most beneficial care was provided despite the patient's unfamiliarity with the system and his/her limited knowledge of the language. Understanding the ''guiding role'' and the high level of responsibility this involves is useful for nurses and other healthcare providers. To our knowledge, this has not been explicitly identified elsewhere, although previous studies on cancer caregiving have shown that family members take on advocating, 48 sometimes leading, 49 and other active roles with regard to communication with healthcare providers. 15, 20, 50 One other study notes that Turkish family members in The Netherlands act as intermediaries between healthcare professionals and their mostly nonYDutchspeaking parents. 47 
Limitations
This study had several limitations. Because of ethics committee requirements, no information could be obtained about potential participants who had not been approached by healthcare providers or potential participants who refused to be contacted by the researcher. It was difficult to recruit participants, and some healthcare providers reported reluctance to ask potential candidates permission for the researcher to contact them. This might have caused a less diverse sample compared with the general population of family members of these patient groups. However, of the 43 potential participants who were asked to participate, only 11 refused.
This study provides insight into the experiences and expressed motives of family members involved in caregiving and only to a limited extent into motives for not being involved in caregiving. Hence, the findings might not be generalizable to family members of these immigrant groups in general.
Although the sample consisted of family members of patients in different stages of the illness trajectory, because of the crosssectional study design, insight into the care experience is limited to the information obtained during a single interview with each family member.
Reflection
The researcher who conducted the interviews was a woman of approximately 30 years of age; therefore, she belonged roughly to the same age group of most participants. As she was of West European origin, the narratives were constructed from an interactive process between a West European researcher and family members of Turkish or Northwest African origin. This may have affected the results in the sense that participants explicitly explained cultural or religious values to the researcher of another cultural, ethnic, and religious group. Because the researcher was employed by the Faculty of Health and Medical Science, she might have been perceived as part of the Belgian healthcare system. In order to obtain valid data, the researcher tried to behave as free from value judgement as possible, by being well aware of her own background, characteristics, and opinions.
Future Research
It would be beneficial to study the family member perspectives within a triad including the patient and professional caregiver perspectives. This would provide insight into perspectives of care users as well as a better understanding of the perspectives of healthcare providers caring for people with culturally diverse backgrounds. The current study provides a useful basis for future research on this subject.
Contrary to the static way culture is often defined in medicine, 36(p1673) the current study empirically confirms the dynamic definition of culture as ''a process through which ordinary activities and conditions take on an emotional tone and moral meaning for participants.'' 36(p1674) In future studies on diversity in healthcare, researchers should be clear and thoughtful about the definition of culture they use.
Conclusion and Clinical Implications
This study provides insights into the moral and practical meaning of caregiving for older adult cancer patients of Turkish or Northwest African descent, the 2 largest Non-European immi-grant groups of people older than 55 years in Flanders. 4 These insights will help nurses and other professional healthcare workers understand the roles family members adopt.
Cancer affects the whole family. 6Y8 This takes on particular form in Muslim immigrants from Turkey or Northwest African countries. Nurses, who have easy access to patients and their family members in the course of their activities, are well positioned to explore the role family members want to play and especially why they want to play that role. An open dialogue with family members exploring how to best provide care to the patient will best meet the needs of both patient and family members.
Cancer is considered a family matter, and caregiving has a strong moral meaning for all family members, particularly when providing care to a parent. Despite these shared principles and values, concrete ideas about how care should be organized and the type of professional care that is desirable differ considerably. This makes it essential that care is attuned to the individual. In fulfilling this, it can be helpful, to use Kleinman and Benson's words, 36(p1676) ''to routinely ask patients and (where appropriate) their family members what matters most to them in the experience of illness and treatment.'' Family members adopt a ''guiding'' role to lead the patient through and/or familiarize the patient with the healthcare system. As a nurse or other healthcare provider, it is important to take this into account. Family members should be supported in adopting this role, without limiting the patient in the exercise of his/her rights. In addition, it is important to realize that performing certain intimate care tasks can be perceived as strongly inappropriate within particular (gendered) family relations.
